Hospice has changed a great deal in the last 20 years. We have incorporated the term "palliative care" into organizational names and recognized palliative medicine as a specialty with a welldeserved place in the medical spectrum.
It has been said that people don't resist change so much as they resist being changed. Many physicians stubbornly hold onto old ideas and even display hostility when offered a different view of management of end-of-life care. Even some hospice physicians have difficulty accepting newer definitions of palliation, arguing that it is subjective and must be defined by the patient. One of the most difficult transitions for nonhospice physicians learning to work with terminally ill patients is accepting the inevitability of death, learning to reject useless and potentially harmful treatments, learning to accept and share their own sense of helplessness, and learning to focus on caring without cure.
Many physicians still show a learned reluctance toward letting go. Their focus remains on the disease entity and treating its manifestations. Certainly, this does not mean the patient is completely ignored; however, the disease regression remains the first priority. It would appear that a great many physicians do not consider developing plans of care aimed at treating the symptoms rather than the disease. Radiation oncologists continue to prescribe long regimens of therapy instead of pursuing palliative courses.
The paradigm shift from curative to palliative is not always clearly defined. Palliation means literally "to cloak or to cover." In medical terms, palliation simply means the patient feels better. The use of the term has been expanded, however, to alleviating the disease process without curing it. The focus changes here to disease treatment with possible future pain and symptom control. The term "possible" is vague and open to misinterpretation by patients who often hear the word "cure" embedded in the offering. What is omitted from the promise of feeling better is:
1. When will the patient actually feel better? 2. How much better will they feel?
3. How long will the improvement last? 4. What duress must be tolerated until that state arrives?
The question to answer, of course, is whether a therapy that offers a 30 percent chance of living two months longer will provide a better quality of life or simply extend end-of-life distress.
The criteria for hospice admission under the Medicare Hospice Benefit are well-defined and based on the diagnosis of terminal illness. Hospices have become more flexible about the treatments that fall under this umbrella. Patients are more readily enrolled in hospice programs where they receive chemotherapy and/or radiation. Some of these treatments may prolong life with the potential of diminishing its quality. Some patients are willing to risk the related side effects, joining their physicians in the belief that "everything possible has been tried."
However, continuing curative treatments because they "may help" may actually be the wrong action. It is not a rare event to treat patients whose quality of life has been significantly impaired by "palliative" chemotherapy. While it appears attractive to bring patients into the hospice/palliative care arena sooner by including radiation and chemotherapy, the risks here may outweigh the benefits.
Both hospices and patients might benefit from an earlier introduction to palliative end-of-life care. More patients might be enrolled in time for comfort measures to be of some use, and the transition from cure emphasis to care emphasis would conceivably be smoother. The risks associated with continued curative measures after hospice admission are not only the increased costs of the therapies but also the monitoring required. Treating the frequent side effects of toxic regimens can make the inclusion of radiation and chemotherapy unaffordable, particularly for smaller hospices with smaller budgets.
Including palliative chemotherapy to increase the oncologic referral base may be appealing, but does it actually educate physicians? It may actually serve to perpetuate misconceptions about palliation in the dying. Referring physicians may become confused about which therapies are included or not included based on individual hospice programs. These physicians may rightfully ask why some programs include treatments that others exclude.
The strict definition of palliation is direct primary relief of pain and symptoms. If treatment does not fall into this category and is instead aimed at the disease process with resultant temporary discomfort, it is not palliative. It may produce a remission but should not be blanketed falsely under the cloak of comfort. At best it is secondary palliation-not primary. Simply because a therapy is not aimed at cure does not automatically define it as palliative in nature.
This argument is not to be perceived as simply a semantic one. If anything, it is an attempt to unravel the twisting of the simple ethical precepts of hospice care. A guiding principle of hospice is neither to prolong the dying process nor to hasten death. How are we to meet the Medicare hospice criterion, "If the disease follows its natural course," if the natural course is altered? Some therapies uncomfortably prolong life, and some actually hasten death. An old medical saw is "Surgery begets surgery." Frequently, in medicine, one encounters side effects of treatments that themselves require treatment: i.e., "Treatment begets treatment." Therapy itself can not only negatively impact quality of life, but it can also significantly waste the limited time at the end of patients' lives.
This commentary is not a call for therapeutic nihilism; it is a call for introspection, for examining our own helplessness as well as the patient's. It is a call for withholding some treatments rather than disguising them as truly palliative just because there is a small window of opportunity. It is a call for truly examining our motives and focusing on a common goal. Sometimes the best treatment is no treatment, even in this modern age, and sometimes the best answer to, "You can't just let him die," is "Yes, we must, in the interest of a comfortable death preceded by the best quality of life."
